Appendix S2
Subcategories and individual quotes translated from Swedish Emotional and mental drain "It's not like you're all that…affected during the conversation itself. That usually comes afterwards. That's when you get tired. You're so incredibly focused during the conversation. You're weighing every word that you say, to get it right. So of course you're affected. (Focus group A, person 1, female, >5 years of working experience) "The hard ones, I find, are teenagers. When you've got up to maybe 16 and 17 years at least, they have a different sense of what this really means. A six-yearold doesn't really have that. Even if they know what death is, they have their own model for it." (Focus group A, person 2, male, > 15 years of working experience) Lack of mutual understanding "I was thinking a bit about when that kind of conversation becomes a difficult conversation. It's more, at least in my opinion, if the parents can't really accept the. That we're having this conversation because you've failed in your role as a physician. And that's when that kind of conversation becomes difficult." (Focus group D, person 1, male, > 20 years of working experience) "Before the conversation has occurred, there's often kind of a discussion within the clinic about what's going to happen which often intensifies the situation a lot. So it can often be the case that other care staff wants this conversation to be held before you're really ready to have it." (Focus group A, person 1, female, >5 years of working experience) Uncertainty about communication skills "I've sometimes wondered afterwards if I've sort of forced it upon them… That it was unnecessarily straightforward In general you probably talk too much." (Focus group B, person 1, male, > 5 years of working experience) "I think that when you're actually in the conversation, that's not when my anxiety is at its peak, because the anxiety comes before that, because then you always have a bunch of different scenarios within your own mind. And then you have to accept the scenario that you feel would be the best, that you will present, in some way. And that's where the struggle is." (Focus group E, person 1, male, > 5 years of working experience) Flexibility in complex conversations "The family might say 'I don't want my child to hear this now.' And you say that, right, but then we'll talk. And then you tell the parents that we'll do it this way for now. The next time the child should be here. And then you explain that this is how we look at it. And if you've explained it to them and said that like, the child is aware that something is going on and knows about it anyway and won't dare talk to you, if they haven't heard us… I've seldom had a problem in the long term." (Focus group C, person 1, female, >10 years of working experience) The child's position in the conversations "The child is always there in the beginning. That's when you say that we can't cure this. It depends on how old the child is. How much they understand. And then they might say like 'OK,' and then 'Can I go to the playroom?' Probably someone in the staff will take the kid down, and the parents want to stay with you and you can be much more straightforward. Or they want answers right away. When you've met them many times, there will be questions. And then you can start answering the questions.The parents have to be allowed to take part in deciding a lot of how you should do it. You can't just barge in and say something like 'This is how we do this' and just do it. Of course you have to respect their wishes." (Focus group F, person 1, male, > 25 years of working experience) "Whether the child is present during the first conversation depends on the child's age, the family's wishes and the overall situation." (Focus group A, person 4, male, >20 years of working experience) Continuity and a trustful relationship "Their confidence increases in what you say if you've said it several times. That you don't have to cover for what someone else has said." (Focus group E, person 2, male, > 20 years of working experience) "You have to know the family. There are some families that think we should talk more about death at a much earlier stage. They feel it's very strange, that you don't talk about death at a clinic like this one. While it's totally taboo in other families, to talk about things not going so well. So it's incredibly difficult to know who you can approach with a conversation like that, you have to know the family." (Focus group D, person 2, female, >15 years of working experience) Support from colleagues "You've had a talk with your colleagues first, so that you've really been over it. And that the group is on your side. And often you don't just have your own group, you'll often have been in touch with others both nationally and internationally…" (Focus group F, person 2, female, > 5 years of working experience) "You should never be alone in a decision like that, we always discuss it among colleagues, so that everyone agrees." (Focus group A, person 3, female, >20 years of working experience) Having initially discussed cancer as a life-threatening disease "But you can feel that it's been a surprisingly good conversation and it's been surprisingly undramatic, compared with what you might have expected in the situation. Simply because it's been mentioned from the start. They've had a feeling that it won't work out. And when it's this…the focus is shifted from an intention to cure to trying to make things as good as possible." (Focus group C, person 2, male, >3 years of working experience) "I think it's important to convey that you aren't like breaking up now, just because there's nothing more to do oncologically. That we're sticking around all the way. (Focus group E, person 3, female, > 15 years of working experience) And that you aren't passively watching, we're active in this process." (Focus group E, person 4, male, > 5 years of working experience)
